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Introduction:
The primary goal of medical care is to assist patients to address medical issues which may threaten their health in order to preserve and restore the quality of the patients' life. However, when a patient's prognosis for meaningful survival is poor, there is a change in focus from restorative care to palliative care. Many patients fear that in the last stages of an illness, they may receive more high-tech medical care than they desire. However, once patients experience these final health stages, they are often more willing to accept aggressive treatments with limited benefits. Presently, there is a strong and growing public and professional interest in improving medical end-of-life decision making.
The transition from "cure to comfort" is one of the most challenging and important medical care decisions the patient and family may encounter. Truog underscores two reasons why this transition is so arduous. "First is the widespread and deeply held desire not to be dead. Second is medicine's inability to predict the future, and to give the patients a precise, reliable prognosis about when death will come. If death is the alternative, many patients who have only a small amount of hope will pay a high price to continue the struggle". The purpose of this article is to help give patients, families and care-givers an ethical framework to effectively discuss treatment options, values, and preferences during the change from restorative care to palliative care.
Rosenfeld suggests the current practice of end-of-life discussions falls far short of the ethical ideal for numerous reasons. Patients lack sufficient medical knowledge to make informed choices. Family members often do not understand the patient's values and preferences. And, advance directives have been largely ineffective in clinical practice. Rosenfeld concludes, "The disparity between contemporary ethical standards and actual clinical practice may be a marker of poor quality in end-of-life care. Alternatively, it could suggest that ethical standards do not fully capture patients' own goals for decision making during serious illness".
ii Factors that Affect End-of-Life Decision-Making:
A survey of the literature reveals a dissatisfaction with patient/family involvement with end-of-life treatment decisions. Over the last couple of decades, there has been a paradigm shift in American culture from a paternalistic model of medical practice to an emphasis on patient autonomy.
iii Respect for patient autonomy has become the core principle that influences physicians, patients, and family decision-making roles. Patients who lack capacity may have their choices guided by verbal and written statements (i.e. advance directives) they made prior becoming incapacitated. Patients may also appoint surrogates who are ethically and legally recognized to make assessments on the patient's behalf.
Patients and families are seeking to be more involved in the decision-making process. However, they often define involvement in different ways, ranging from having knowledge about specific medical procedures to having the decisive say. If the physician merely provides treatment alternatives and asks patients and families to choose among those options it may make the patients and families feel solely responsible for the medical decisions. On the other hand, some patients and families prefer to have physicians make treatment decisions. When communication is directed to the patient separately from the family and with a different level of degree, the family may be uncertain about what the patient knows and to what he has consented. Some seriously ill patients do not wish to discuss with their physicians their preference for specific treatments. If the family is to participate with the patient and physician in the decision-making process, roles should be clearly defined.
There are many other substantial barriers which impede meaningful participation for end-of-life decision making. It is difficult to consider all the implications of "in-the-moment" end of life treatment decisions. Some patients and families do not want to think about dying. Finally, physicians do not have time for lengthy discussion on advance care planning. iv These barriers may lead families to feel the healthcare team is trying to impose their personal opinions on the family or pressure them to make decisions too quickly.
The extent of dissatisfaction with patient and family involvement in decision making is underscored by care-givers concerns about the appropriateness of care provided at the end of life. Solomon suggests a gap between views of practicing clinicians and the prevailing guidelines. In the results of a study which surveyed physicians and nurses in five hospitals, almost half (47%) of all respondents and 70% of the house offices stated that they had acted against their conscience in providing end-of-life care. Most caregivers were more concerned about the provision of overly burdensome treatment than about under treatment. Many were disturbed by the degree which technological solutions influenced care and by the under treatment of pain.
v These "concerns of conscience" involved three areas.
vi First, care-givers expressed concerns about inappropriate, overly burdensome care. These concerns about inappropriate care centered on three distinctions:
• Distinctions between withholding vs. withdrawing treatment • Distinctions between actions of killing and allowing to die • Distinctions between consequences that are intended and those that are merely foreseen (doctrine of double effect)
Secondly, a sizeable proportion of end-of-life care-givers were reluctant to forgo artificial nutrition and hydration believing medically supplied food and water should always be provided. "Although across professions only a minority (12%) believed that 'disconnecting a feeding tube is killing a patient,' a sizable proportion (42%) agreed that 'even if life supports such as mechanical ventilation and dialysis are stopped, food and water should always be continued'". vii Many of these care-givers did not want to abandon highly vulnerable patients and were unaware that dehydration may reduce suffering in the final hours of life.
Finally, many healthcare givers recognized a need for better pain relief. Most care givers agreed, in principle, that "providing large quantities of narcotic analgesics does not constitute wrongful killing when the purpose is not to shorten patients' lives but to alleviate pain and suffering". However, most caregivers in a study conducted by Solomon, reported that "the most common form of narcotic abuse in the care of the dying is under treatment of pain".
viii Many physicians and nurses believed that "clinicians give inadequate pain medications most often out of fear of hastening a patient's death.
ix If care-givers have concerns about the appropriateness of care provided at the end of life, this creates an environment where it is difficult to have effective discussions concerning end-of-life decisions. Solomon recommends that attention must be given to the psychology as well as the ethics of moral decision making at the end-of-life.
x Nurses are often the implementers of decisions in which they have not participated and with which they may not agree. Yet these nurses could probably play a greater role in helping patients and families understand the choices they face.
Ethical Concerns to Consider when Discussing End-of-Life Decisions:
Personhood Having discussed the many obstacles which impede meaningful participation for end-of-life decision making, the focus of this article turns to the ethical concerns which should undergird end-of-life decisions. Perhaps the most significant ethical consideration is not patient autonomy but the valuing the personhood of the patient. In this postmodern world where moral confusion has impacted every aspect of culture, clarity regarding the meaning of a person is crucial. The Christian perspective defines human beings as having inherent value. All human beings are a distinct substance that exists ontologically prior to any of its parts. A human being is intrinsically valuable because he is a particular type of substance: a person who is a rational moral agent. The substance view states a person remains identical to himself as long as he exists, even if that person is not presently exhibiting the functions or actions that we typically attribute to active and mature rational moral agents.
In a 2005 national study almost all the respondents valued attributes associated with "being treated as a whole person" xi . In end-of-life discussions, the family needs the opportunity to express to the healthcare team the value of their loved one. They want their family member to be seen as a whole person: who he was; his strengths, his role in the family and what gave his life meaning and purpose. Thus it is essential to have a broad, holistic view of the patient's entire life.
To be treated as a whole person means that end-of-life discussions should center on high quality interpersonal care that affirms the patient's personhood, resulting in the preservation of self. These decisions are founded in four principles:
1. Value people as persons 2. Treat people as individuals 3. Look at the world from their perspective 4. Provide a positive social environment
Communication
If the family is to participate with the patient and physician in the decision-making process, roles and expectations should be clearly defined. The decision-making authority in end-of-life treatment decision should be based on each respective area of expertise. Physicians should be given authority based on their technical expertise in prognostication and treatment, and patients/families based on their primary concern for the patient's well-being, values and priorities. The physician and family members would then collaborate, blending the expertise of all those involved. Rosenfeld writes: "Informants felt that the physician's skill in treating serious illness and prognosticating outcomes is critical to his or her decisionmaking authority. However, when functional recovery is not possible, the family's decision-making authority assumes precedence, aided by the doctor's support and technical guidance". xii Many of the efforts to improve end-of-life decision-making have focused on promoting patient autonomy (i.e. advance directives) to control treatment decisions. In recent years, patients, bioethicists, and clinicians have questioned using autonomy (advance directives) as the central decision-making priority.
xiii Advance directives should be viewed as a tool in preparing patients and health care power of attorney agents (HCPOA) for end-of-life decision making. Advance directives are simply one part of the decisionmaking process because it can be difficult for patients and HCPOAs to consider all the implications of "in-the-moment" treatment decisions.
Sudore suggests three key steps to address patients' and HCPOAs' needs for preparation for in-themoment decisions making: "(1) choosing an appropriate surrogate decision maker, (2) clarifying and articulating patients' values over time, and (3) establishing leeway in surrogate decision making". xiv The main objective of advance care planning is not advance treatment decisions. The goal of advance care planning should be to prepare patients and families to work with their physician to make the best possible "in-the-moment" medical decisions focusing on outcomes, not treatments, which respects the personhood of the patient, their values and priorities.
End-of-Life Medical Care
Finally, end-of-life discussions should include concerns about the appropriateness of care provided at the end of life. These "concerns of conscience" are threefold: (1) Inappropriate, overly burdensome care.
(2) Reluctance to forgo artificial nutrition and hydration believing medically supplied food and water should always be provided. (3) The need for better pain relief.
These family concerns about inappropriate end-of-care center on three ethical distinctions. The first distinction is between withholding verses withdrawing treatment. Most care-givers are psychologically more comfortable withholding treatments than withdrawing them. This may be related to the fact that withholding is passive, while withdrawing is active and associated with a greater sense of moral responsibility. Discussions should focus on an assessment of the relative benefits and burdens to the patient, not the timing of the decision. Treatments should be instituted with a plan for stopping the "trial of treatment" with specific points to evaluate and revise the care plan. Psychologically, families need to be encouraged that they are not abandoning their "loved one". Rather, the type of care is changing to one of comfort.
Closely related to the first distinction, the second distinction is between actions of killing and allowing to die. For example, some believe that withdrawal of mechanical ventilation from a patient is unethical, because it would kill the patient. They would argue that since killing is defined as an act that is the proximate cause of a death, then withdrawal of life support is indeed an act of killing. However, legally, the withdrawal of life-sustaining treatments is not considered a killing, and the actions in this regard are simply "allowing the patient to die" from the underlying illness.
xv In these end-of-life discussions, it is important that the family understand the distinction between the withdrawal of life-sustaining interventions and the withdrawal of care. While the withdrawal of interventions is common, the withdrawal of care should never occur.
Helpful in making termination-of-life decisions is the distinction between consequences that are intended and those that are merely foreseen (doctrine of double effect). In other words, there is a difference between giving medications with the intention to kill the patient as opposed to giving medications with the intention to make the patient comfortable, but with the foreseen consequence of potentially hastening the patient's death. The law defines the line between euthanasia and acceptable palliative care. Former U.S. Supreme Court Chief Just Rehnquist writes: "It is widely recognized that the provision of pain medication is ethically and professionally acceptable even when the treatment may hasten the patient's death if the medication is intended to alleviate pain and severe discomfort, not to cause death". xvi
Conclusion
The main objective of end-of-life discussions should be to prepare patients and their families to work with the medical team to make the best possible "in-the-moment" care decisions. These discussions should focus on outcomes, not treatments. The transition from "cure to comfort" is one of the most difficult and important medical care decisions the patient and family have to encounter. Our society has struggled for several decades to define appropriate end-of-life medical care which promotes life and does not simply prolong a person's natural death. All parties should focus on clarifying the goals of care. Patients and their families should determine what they hope to achieve -restoring health, extending life, or relieving pain and suffering. Physician should provide information about the patient's prognosis and what outcomes can be accomplished by the use of specific interventions. However, physicians should not offer treatments that cannot achieve the goals of care defined by the patient and family. We still have far to go but perhaps this article has offered an ethical foundation to provide a framework for these discussions. 
